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Abstract 


Background: In the UK, Gypsy, Roma and Traveller (GRT) communities are generally considered to be at risk of low 
or variable immunisation uptake. Many strategies to increase uptake for the general population are relevant for GRT 
communities, however additional approaches may also be required, and importantly one cannot assume that “one 
size fits all”. Robust methods are needed to identify content and methods of delivery that are likely to be 
acceptable, feasible, effective and cost effective. In this paper, we describe the approach taken to identify potential 
interventions to increase uptake of immunisations in six GRT communities in four UK cities; and present the list of 
prioritised interventions that emerged. 


Methods: This work was conducted in three stages: (1) a modified intervention mapping process to identify ideas 
for potential interventions; (2) a two-step prioritisation activity at workshops with 51 GRTs and 25 Service Providers 
to agree a prioritised list of potentially feasible and acceptable interventions for each community; (3) cross- 


community synthesis to produce a final list of interventions. The theoretical framework underpinning the study was 
the Social Ecological Model. 


Results: Five priority interventions were agreed across communities and Service Providers to improve the uptake of 
immunisation amongst GRTs who are housed or settled on an authorised site. These interventions are all at the 
Institutional (e.g. cultural competence training) and Policy (e.g. protected funding) levels of the Social Ecological 
Model. 


Conclusions: The “upstream” nature of the five interventions reinforces the key role of GP practices, frontline 
workers and wider NHS systems on improving immunisation uptake. All five interventions have potentially broader 
applicability than GRTs. We believe that their impact would be enhanced if delivered as a combined package. The 
robust intervention development and co-production methods described could usefully be applied to other 
communities where poor uptake of immunisation is a concern. 
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Background 

In the UK, Gypsy, Roma and Traveller (GRT) communi- 
ties are generally considered to be at risk of low or vari- 
able immunisation uptake. This is based on data 
demonstrating low uptake of preventive health services 
[1-4], the findings of a small number of local studies 
assessing immunisation take up using self-report or Na- 
tional Health Service (NHS) records (e.g. [5, 6]), and 
publicised outbreaks of measles and whooping cough [6, 
7]. Disease outbreaks amongst clusters of people pose a 
threat to wider community health even in countries 
where national and regional coverage is high [8]. 

The barriers to uptake by GRT communities reflect two 
groups of influencing factors for immunisation uptake in 
the general population and high-risk groups [9-11], 
namely access to services and beliefs about the necessity 
of vaccines or concerns about their safety. Although some 
differences exist between communities, our research [12— 
14] and other studies with diverse GRT communities [1— 
4, 15, 16] report that these groups encounter challenges 
accessing health services, including immunisation. These 
are often related to socio-economic and socio-cultural 
barriers for example, poverty, low literacy, discrimination 
leading to a lack of trust in health professionals, irregular 
school attendance, poor/changing housing conditions and 
language. The absence of a permanent postal address to 
register with a General Practitioner (GP) and difficulty se- 
curing prompt immunisation appointments are additional, 
practical, access barriers [12—14]. Studies exploring GRT 
views on immunisation report mixed acceptance [12-18], 
resistance to immunisations is associated with concerns 
about the potential side effects and/or a lack of belief in 
their value. 

These multiple, complex and often interlinked factors 
mean that a broad range of approaches at individual, 
provider, health system, and national levels are needed 
to ensure optimum immunisation uptake. Many strat- 
egies that are developed and evaluated for the general 
population [19-22] are relevant for GRT communities, 
however additional or different approaches may be re- 
quired. Importantly, one cannot assume that “one size 
fits all” because the cultural beliefs and established tradi- 
tions of different GRT communities can vary [1—4, 12- 
14]. Robust intervention development is required to 
identify content and methods of delivery that are likely 
to be acceptable, feasible, effective and cost effective. 
Different approaches to intervention development exist 


and include guidance from the United Kingdom (UK) 
Medical Research Council (MRC) [23, 24], intervention 
mapping [25], behaviour change techniques [26] and 
guidelines specifically for tailoring immunisation pro- 
grammes [27, 28]. In the UK and North America, there 
has been growing interest in applying co-production 
methods to public services such as health and social care 
[29]. Indeed, working with the target community to en- 
sure that interventions and services are grounded in its 
views and experiences (process of co-production) is a 
hallmark of good quality care [30, 31]. Existing interven- 
tions with GRT communities focus on immunisation 
(e.g. pop-up immunisation clinics) or target preventive 
health more broadly (e.g. hand-held patient records) [1, 
32-34]. However, they are rarely developed through ex- 
ploring the multiple facets to GRT’s current behaviour 
in order to identify areas for potential intervention. 

Our UNITING (UNderstanding uptake of Immunisa- 
tions in Travelling aNd Gypsy communities) study drew 
on the aforementioned guidance to systematically use 
evidence, theory, population segmentation and methods 
of co-production. It had two aims: (1) Investigate the 
barriers and facilitators to acceptability and uptake of 
immunisations amongst six GRT communities across 
four UK cities; (2) Identify potential interventions to in- 
crease uptake of immunisations in these GRT communi- 
ties. The six communities were: Eastern European Roma 
and English Gypsy/Irish Traveller (Bristol), English 
Gypsy (York), Eastern European Roma and Scottish 
Showpeople (Glasgow), and Irish Traveller (London). 
The theoretical framework underpinning the study was 
the Social Ecological Model (SEM) [35] which recognises 
that the determinants of individuals’ behaviour are com- 
plex, multifaceted and operate at different levels (intra- 
personal, interpersonal, institutional, community, 
policy). UNITING was a three-phase study. The 
methods and findings for the first two phases, interviews 
with GRTs and Service Providers, are presented else- 
where [12—14, 36, 37]. In this paper, we discuss the third 
phase of UNITING, the approach we took to identify 
potential interventions to increase uptake of immunisa- 
tions in these GRT communities; and present the list of 
prioritised interventions that emerged. 


Methods 
This work was conducted in three stages (see Fig. 1). 
Each stage informed the next. 
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Interviews with GRT communities and their Service Providers 


Review interview data to identify barriers 


Stage 1 
Modified Intervention 
Mapping Process 


Populate matrix 
Identify ideas for interventions to take to the workshop 


Stage 2 | 


GRTs and Service Providers independently rank intervention ideas based on 


perceived impact | 


Workshops with GRTs and 
Service Providers 


GRTs and Service Providers jointly agree prioritised list of feasible and acceptable 


interventions 


Stage 3 
Cross-community synthesis 


Fig. 1 Stages of intervention development and assessment 


1. A modified intervention mapping process [25] using 
interviews previously conducted with GRTs and 
Service Providers [12—14] to identify ideas for 
potential interventions 

2. Workshops with GRTs and Service Providers to 
agree a prioritised list of potentially feasible and 
acceptable interventions for each community 

3. Cross-community synthesis to produce a final list of 
prioritised interventions 


Stage 1 - Modified intervention mapping process 

A modified intervention mapping approach [25] was 
used to identify key ideas for interventions to be taken 
to workshops in Stage 2. This method uses theory and 
evidence to map “the path from recognition of a need or 
problem to the identification of a solution” [25]. The 
data from our interviews with GRTs and Service Pro- 
viders [12-14] were used as evidence to identify the 
“need or problem” that could potentially be changed 
through intervention. Our focus was GRTs who were 
housed or settled on an authorised site because these 
were our interview participants. We did not recruit any 
GRTs living on the roadside or on unauthorised en- 
campments to be interviewed. We sought to identify ac- 
ceptable ideas for interventions at all five levels of the 
SEM [35], creating matrices which linked the barriers to 


immunisation, objectives to address each barrier, inter- 
vention target, SEM level and intervention ideas (see 
Table 1 for an example). 

To generate as many potential interventions as pos- 
sible, ideas were drawn from interviews with GRTs in 
the target community and their Service Providers, from 
interviews with GRTs from the other communities and 
their Service Providers, and from the knowledge and ex- 
perience of the research team and advisory group. Two 
researchers independently mapped intervention ideas to 
the barriers, objectives, targets and SEM level and then 
jointly agreed the intervention ideas to take to the work- 
shops. These fell into three categories: promoting aware- 
ness and understanding of immunisation, developing 
trust and respect, and improving immunisation services. 
The matrices produced for the first two communities 
(Bristol Eastern European Roma and Bristol English 
Gypsy/Irish Travellers) were used as a framework from 
which to build the matrices for the other communities, 
incorporating additional or adapted interventions based 
on the interviews. See Table 2 for the intervention ideas 
that were taken to the York workshop. 


Stage 2 - Workshops with GRTs and Service Providers 
The aim of the workshops was to “co-produce” [29] a 
prioritised list of interventions to increase immunisation 
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Table 1 Example from an intervention mapping matrix (Bristol English Gypsy/Irish Traveller community) 


Barrier Concerns about specific vaccines: 
Whooping cough - fear of brain damage in child, view that pregnancy should be natural 
HPV — belief that girls don't need it as don't have sex until married, so vaccine is seen as 
inappropriate and offensive 


Objective to Develop good understanding of specific vaccines amongst GRTs whilst mindful of 
address barrier culturally-based concerns 
Target: Community 

Primary Care 

Schools 
SEM level Intrapersonal 

Interpersonal 

Institutional 

Community 
Ideas for Verbal explanation from a health professional? 
Intervention Community Champions? 


Social media with accurate messages? 

Work with school nurses to change the way the HPV jab is presented to adolescent girls 
ie. about cancer and when it is important to have it? 

Cultural competence training; Work with targeted groups e.g. pregnant women, fathers, 
adolescent girls 

Support adolescent girls to speak with their elders 

Involve the community in developing culturally relevant information" 


Low levels of literacy: 
meaning that information about immunisations is 
difficult to understand 


Develop good understanding of immunisations 
amongst GRTs 


Community 
Primary Care 


ntrapersonal 
nstitutional 


Explain things clearly and where information is written 
eep it simple using pictures?? 

nvolve the community in developing accessible 
information" 

mprove access/retention at school" 


Note. dea from GRTs, "Idea from Service Providers, ‘idea from Research Team and Advisory Group 


Table 2 Ideas for interventions taken to the York workshop with independent and jointly agreed rankings 


Ideas for Intervention English Gypsies’ Service Providers’ Jointly agreed 
rankings rankings? rankings 


Promoting awareness and understanding of immunisation 


Good information from non-NHS sources e.g. magazines, social media 9 
nsert into Red Book that is clear and simple, designed by GRTs 10 
Appropriately designed leaflets and verbal personalised information from trusted Health 7 
Professional in GP practice 
Appropriately designed leaflets and verbal personalised information from trusted Health =3 
Professional at home 
Training for Health Professionals to identify those most concerned about immunisations =4 
o discuss their fears and concerns 
Developing trust and respect 

Cultural Competence Training for Health Professionals, Frontline Staff and other Service =4 
Providers who work with GRTs 

amed person in GP practice who is trusted by the community for frontline service at ` =3 
reception desk and link to Health Professionals 

Improving immunisation services 

ulti-sectorial working led by Health Professionals to raise understanding of cultural 5 
issues among professionals in all sectors 
Flexible and diverse approach to booking appointments, recall and reminder systems 8 
Flexible delivery of immunisation services to meet specific needs of most socially 
excluded GRTs, e.g. drop-in clinics, outreach 
Protect funding of specialist roles, e.g. Health Visitor post dedicated to GRT communities =3 
mprove joined up working and planning between diverse organisations involved in 
commissioning and delivery of immunisation services 
Representation from GRT community at meetings of local Immunisation committees 2 
dentify GRTs in health records to record immunisation uptake and tailor support 1 
mprove system of temporary registration at GP practices 6 


=] =4 
=] =4 
= 3 
= 1 
5 
=] 2 


Note. Independent rankings were based on perceived impact. 1 = greatest impact. Jointly agreed rankings were based on perceived impact, acceptability and 
feasibility. "Service Providers ran out of time, agreeing 10 key interventions but not ranking them so all recorded as =1 


Dyson et al. BMC Public Health (2020) 20:1574 


uptake; and to discuss the content and delivery of these 
interventions for each community. Five half-day work- 
shops were held from November 2014 to September 
2015: one workshop in Bristol attended by both the 
Roma and English Gypsy/Irish Traveller communities, 
one workshop in York and in London, and two work- 
shops in Glasgow - one each for the Eastern European 
Roma community and the Scottish Showpeople. Fifty- 
one GRTs and 25 Service Providers attended a workshop 
(see Table 3). Prior to commencing each workshop writ- 
ten consent was collected from participants. The work- 
shops with the Roma participants were conducted with 
the assistance of interpreters (Romanian, Slovak). 

In each workshop, following the spoken presentation 
of the key findings from the interviews by the local re- 
searcher, a structured and facilitated two-step process 
[38] was used to prioritise the interventions. First, GRTs 
and Service Providers worked in separate groups. The 
local researcher presented the ideas identified in stage 1. 
Each idea was written on an A4 sheet of coloured paper 
and read out to the group with supporting detail from 
the interviews about the idea. Given that these ideas had 
emerged from the interview data we were confident that 
they were acceptable. Participants then discussed and 
scored each idea in terms of perceived impact (if this 
idea was adopted how much of a difference would it 
make to your/the local GRT community in having injec- 
tions? 1=no difference to S=a lot of difference). This 
ranking did not consider the potential ease or difficulty 
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of implementation and their potential influence on per- 
ceived impact). Participants were also asked to identify 
potential barriers and facilitators to the ideas working in 
their community. At the end of this session, GRTs and 
Service Providers had both drawn up a ranked list of 
intervention ideas based on these impact scores. GRTs 
and Service Providers then came together and a facili- 
tated discussion, including further discussion on feasibil- 
ity, was conducted to produce a jointly agreed, 
prioritised list of five feasible and acceptable interven- 
tions which could positively impact on immunisation 
uptake in their community. As an example, Table 2 pre- 
sents the independent and joint rankings of the interven- 
tion ideas from the York workshop. 


Stage 3 - Cross-community synthesis 

Emerging findings from stages 1 and 2 clearly revealed 
shared rankings, concerns and potential solutions, across 
communities. For some interventions, high impact rank- 
ings were assigned by GRT participants across commu- 
nities but not by the Service Providers. For others, the 
reverse occurred. Therefore, stage 3 involved looking 
across both the independent GRT and Service Provider 
(impact) rankings and final co-produced, prioritised lists 
of interventions from each workshop to identify the five 
most consistently well supported interventions. Interven- 
tions needed to be in the top six of the independent 
rankings by the GRTs and/or Service Providers to be in- 
cluded in the final list. Interventions that were strongly 


Table 3 Characteristics of GRTs and Service Providers who attended a workshop 


Bristol Bristol Bristol Irish York Glasgow Glasgow Glasgow Scottish London Irish 
Roma English Traveller English Romanian Slovakian Showpeople Traveller 
Gypsy Gypsy Roma Roma 
GRT All 
Total 51 10 2 0 4 7 2 4 11 
Mother 18 5 1 0 4 3 1 2 1 
Grandmother 13 2 0 0 1 0 0 jl 5 
Womanno 4 0 1 0 2 0 0 1 2 
children 
Adolescent 6 O 0 0 0 0 0 0 3 
girl 
Father Z 2 0 0 1 4 1 0 0 
Grandfather 2 1 1 0 0 0 0 0 0 
Male no 1 O 10 0 0 0 0 0 0 
children 
Service Provider All 
Total 25 6 10 4 1 4 
Frontline 15 3 5 3 ] 3 
workers 
Strategic 10 3 5 1 0 ] 


roles 


Note. The target sample was 10-12 GRTs from each community across family roles and 3-4 associated Service Providers 
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supported but only by particular, usually one or two, 
communities and their Service Providers were also re- 
corded. These are reported elsewhere [13]. 

At this stage a detailed description elaborated the na- 
ture of each intervention in accordance with the “model- 
ling process and outcomes’ step in the MRC guidance 
on developing and evaluating complex interventions 
[23]. This included documenting any differences in con- 
tent and delivery of the intervention required for differ- 
ent GRT communities. 


Results 

Five interventions emerged as most consistently sup- 
ported across GRT communities and/or their Service 
Providers to improve uptake of immunisation among 
GRT who are housed or settled on an authorised site 
(see Fig. 2). The intervention most strongly supported by 
both GRT communities and Service Providers was ‘Cul- 
tural competence training for Health Professionals and 
Frontline Staff, illustrated by the smallest circle. The 
other interventions that were prioritised with less con- 
sensus are represented by the circles that increase with 
size. All five interventions equated to Institutional and 
Policy levels of influence in the SEM [35]. 
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Detail (components, delivery, differences, barriers) for 
the five interventions are presented in Table 4. The dif- 
ferences include where an intervention was not consid- 
ered necessary for a community, for example “named 
frontline person in GP practice” for the Glasgow Scottish 
Showpeople; as well how content might differ, for ex- 
ample ensuring that cultural concerns about the HPV 
and pregnancy vaccines are included in cultural compe- 
tence training for those working with English Gypsies/ 
Irish Travellers in Bristol. 


Discussion 
In this paper, we describe the approach taken to identify 
potential interventions that could increase uptake of im- 
munisation in GRT communities which are housed or 
settled on an authorised site. We present the five inter- 
ventions that emerged as most consistently supported 
across GRT communities and/or their Service Providers. 
We reflect here on the identification process and con- 
sider its strengths, challenges, and limitations. We then 
discuss the interventions in the context of existing prac- 
tice, policy and research. 

The key strength of our approach was that we used 
established methods for robust intervention 


(UNITI 
DOI: https://doi.org/10.3310/hta20720 


Fig. 2 Top priority interventions to improve uptake of immunisation, identified across GRT communities and Service Providers. Note: This 
image was previously published in Jackson, C. et al. (2016). Understanding uptake of Immunisations in Travelling aNd Gypsy communities 
G): a qualitative interview study. National Institute for Health Research, Health Technology Assessment, 20(72), 1-176. 
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development [23, 25, 29, 38]; we identified desired inter- 
vention outcomes (using intervention mapping), drew 
on evidence (interviews with the six GRT communities 
and their Service Providers), employed theory (SEM 
[35]), tailored the interventions to different segments of 
the population (different GRT communities) and worked 
in partnership with GRTs and their Service Providers to 
ensure that the final prioritised interventions were in- 
formed by their views and experiences. This grassroots 
experience also generated detailed insight into the bar- 
riers and facilitators to potential implementation of the 
five prioritised interventions which can inform their fu- 
ture development and evaluation [23]. Application of the 
SEM to “real-life” recommendations was useful in deter- 
mining the level at which prospective interventions or 
changes in practice might best be targeted. The work- 
shops were informal and highly interactive events with 
many GRTs and Service Providers commenting that this 
was the first time they had been given the opportunity 
to talk to each other about services. GRT participants 
were generally adept in highlighting applied and prac- 
tical implications for practice. For example, in discussing 
the intervention “flexible and diverse appointment book- 
ing, recall and reminder systems” the Glasgow Scottish 
Showpeople offered the view that shared mailboxes in 
static caravan yards were a barrier to the timely receipt 
of immunisation appointments, and suggested that text 
messaging might be a preferable method. In some work- 
shops, there was a lack of concordance in the independ- 
ent impact rankings by GRTs and Service Providers (see 
“Good information from non-NHS sources” in Table 2) 
and therefore coming together and hearing a different 
perspective to generate the prioritised list of interven- 
tions with shared ownership was essential. A challenge 
of the workshops was completing the two steps of priori- 
tisation in the time available. This meant that sometimes 
the first step discussions (when GRTs and Service Pro- 
viders worked independently) were cut short and the in- 
terventions perceived to have greatest impact were 
agreed but not ranked (as occurred for the Service Pro- 
viders in York, see Table 2). This was resolved in the 
second, joint-working, step, but it did mean that there 
were some missing data for the cross-synthesis. When this 
occurred, data from the remaining rankings were used. 

It is important to consider how transferable the fina- 
lised list of interventions is to (1) other GRTs/Service 
Providers within these six communities and (2) other 
GRT communities in the UK. With respect to (1) we are 
confident the initial selection of intervention ideas (in 
stage 1) reflected wider community views as these were 
based on interviews with 174 GRTs across family roles 
and immunisation experiences; and 39 Service Providers 
in both frontline and strategic roles [12-14]. As such we 
are confident in the acceptability of the final 
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interventions. We did not meet our target sample for 
the workshops for all six communities however, the 
transparent approach regarding the level of agreement 
within and across GRT communities and Service Pro- 
viders for the five interventions (Fig. 2) is reassuring. In 
addressing (2) based on the above mentioned interviews 
[12-14], evidence suggests that these GRT communities 
share immunisation views, norms and experiences with 
communities of the same descent (e.g. other Irish Trav- 
eller communities) [12—17, 39-43]. We therefore believe 
that the five interventions are relevant to members of 
other GRT communities of English, Irish, Romanian/Slo- 
vakian Roma and Scottish Showpeople descent who are 
housed or settled on an authorised site. We do not know 
if these interventions would be prioritised by GRT com- 
munities who live on the roadside or in unauthorised 
encampments. 

The final five prioritised interventions were all “up- 
stream” interventions [44] and focused on addressing 
barriers of access to immunisation services rather than 
concerns about the safety or beliefs about the necessity 
of vaccines. Workshop participants were clear that these 
interventions were complementary and likely to have 
greater impact if delivered together. This is consistent 
with findings of a recent review [19] that locally devel- 
oped, multicomponent interventions are most effective 
in reducing inequalities in immunisation uptake. Local 
implementation of the five interventions will need to re- 
flect some differences in content and delivery between 
communities (see Table 4). 

Interestingly, these proposed interventions were not 
necessarily new, nor were they unique to the needs of 
GRTs. The UK 2010 Equality Act [45] and other guid- 
ance for working with GRTs [1, 4, 16, 17, 32, 46] and 
other minority groups [47] acknowledge the importance 
of cultural competence training to develop Service Pro- 
vider understanding of different cultures and the impact 
of discrimination with a view to building trustful rela- 
tionships to enhance care. Strong monitoring and sur- 
veillance systems are an accepted component of a good 
immunisation programme [19, 48]. Specific to GRTs, is 
the need to include an ethnicity category that enables 
them to self-identify. In England, the 2011 national cen- 
sus category “Gypsy or Irish Traveller” is not routinely 
used in NHS health systems, for example in GP practices 
and Child Health Information Systems [2, 49, 50]. Fur- 
thermore, this category does not enable Roma or Occu- 
pational Travellers to self-identify [2, 4], and when 
GRTs are not identified as distinct ethnic groups, under- 
standing of their barriers to healthcare provision is lim- 
ited [2, 4, 51]. Capturing this information would mean 
that patterns of health services utilisation, including im- 
munisation, could be monitored to identify health in- 
equalities [49] and tailor service provision to reduce 
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inequalities [2, 4, 49, 52]. The fear of discrimination may 
deter GRTs from self-identifying [4] again reinforcing 
the importance of delivering these interventions as a 
package. The combined effect is to create an environ- 
ment in which GRTs feel safe to disclose their ethnicity. 

The UK National Institute for Health and Care Excel- 
lence [53] and the World Health Organisation [48] rec- 
ommend offering flexibility of booking and attending 
immunisation appointments to ensure that healthcare is 
accessible [3, 4, 30, 54]. Effective recall, reminder and 
appointment systems for childhood and adult vaccina- 
tions [21, 55] can be tailored to meet the specific needs 
of each GRT community. For example, rather than deliv- 
ering specialist immunisation services to a community, it 
may be better to improve signposting and access to 
mainstream provision [33, 43, 54]. Finally, an important 
finding - which is rarely formally evaluated [33] — con- 
firms that GRTs value the role that Specialist Health 
Visitors play in facilitating access to health services in- 
cluding immunisation [1, 33, 56]. Unfortunately, insight 
from our interviews with Service Providers [12, 14] sug- 
gested that these roles are no longer funded in all the 
study locations, meaning that access is inequitable. 


Conclusions 

The five prioritised interventions were Institutional and 
Policy level interventions, reinforcing the key role of GP 
practices, frontline workers and wider NHS systems on 
improving immunisation uptake. All five interventions 
have potentially broader applicability than GRT commu- 
nities alone. The complementary nature of these inter- 
ventions suggests that their impact would be enhanced if 
delivered as a combined package. Local implementation 
must reflect community differences. We have used ro- 
bust intervention development and co-production 
methods which could usefully be applied to other com- 
munities where uptake of immunisation is a concern. 
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